###### Strengths and limitations of this study

-   Facilitated advance care planning modified to be culturally sensitive to culturally and linguistically diverse populations was provided to Italian and Greek speaking patients.

-   Advance care planning feasibility and acceptability, including completion of advance care directives, were measured and compared to a similar group of English speaking patients.

-   Given the design of a cross-sectional study with a convenience sample, at a single site together with small numbers of only two language groups of patients, it is difficult to make broad recommendations which would be inclusive of the ethnically diverse population in Australia and internationally.

Advance care planning (ACP) is the process of planning for future healthcare, whereby the person's values, beliefs and preferences are made known, so that these can guide medical decision-making in the future, if that person has lost the capacity to make or communicate their decisions.[@R1] [@R2] This communication between the person, their family, significant others and healthcare providers often results in the identification of a substitute decision-maker and the creation of a written advance care directive.[@R1] Ideally, the advance care directive allows for the documentation of the person's goals, values and beliefs, as well as any specific future treatment wishes. The advance care directive provides a written record of these, which can then be used to guide future clinical decision-making. Although an advance care directive may be a desirable outcome, the discussions that are central to the ACP process are also valuable in their own right.[@R4]

In prospective studies and randomised trials, ACP has been shown to significantly improve many outcomes for patients and their families. ACP improves the quality of care, including end-of-life care,[@R5] [@R6] increases the likelihood that a patient will die in their preferred place,[@R6] [@R7] and is associated with increased utilisation of hospice services, and a reduction in hospitalisation and the use of intensive treatments at the end-of-life.[@R4] [@R6] [@R8] In addition, ACP results in a lower risk of stress, anxiety and depression in the surviving relatives,[@R5] and may reduce moral distress among healthcare providers.[@R9] Finally there are emerging data showing that ACP reduces the cost of end-of-life care,[@R8] [@R10] without increasing mortality.[@R4]

Australia is an ethnically diverse society, with approximately 26% of the population having been born overseas; 60% of these originating from non-English speaking countries.[@R11] The majority of ACP research and implementation, in Australia and internationally, has involved Caucasian and English-speaking populations. There is increasing recognition that uptake of ACP in culturally and linguistically diverse (CALD) populations is poor.[@R12] Reasons for this include lack of in-language ACP resources, mistrust of healthcare systems and lack of awareness of ACP.[@R12] Furthermore, at its core, ACP is grounded in Western bioethics, and places a high value on patient autonomy, informed decision-making and truth telling. These principles, however, may be at odds with the beliefs of many people, families and cultures, both from Western and non-Western backgrounds, who may regard other priorities as paramount. In recognition of this, models of ACP, such as Respecting Patient Choices[@R3] have adapted their approaches, and ask people to consider more broadly how they would like decisions made for them, if they become unable to make them for themselves. These models seek to better understand the person\'s goals, values and beliefs and how these may influence future treatment decisions.

The aim of this study was to evaluate whether a model of ACP that was modified to be culturally sensitive to CALD populations would be feasible and acceptable to such populations.

Methods {#s1}
=======

A cross-sectional study, with a convenience sample, was conducted at the Austin Hospital in Melbourne, Australia and recruited inpatients during April to December 2013.

Study design {#s1a}
------------

The two commonest languages of non-English speaking Austin Hospital patients are Greek and Italian. Inpatients who listed Greek or Italian as their preferred language, and aged 65 years or above were eligible to participate in the study. As with a previous study,[@R5] patients were selected on their expected ability to complete ACP during the current hospital admission. Thus, they needed to be in hospital long enough for ACP to occur, and to have decision-making capacity. Therefore exclusion criteria were: expectation of death or hospital discharge within 2 days, lacking capacity to make medical treatment decisions, or previous completion of formal ACP.

Eligible patients were identified through daily hospital electronic reports of current inpatients, and were approached by a Project ACP Facilitator and offered ACP. An interpreter was available (if needed) to assist with this process. As part of the initial assessment, as is the usual practice at the Austin Hospital when ACP is provided, the trained ACP facilitator made a brief clinical assessment of the patient\'s decision-making capacity, as judged by their orientation to time, place and person, the ability to understand and discuss their illness, and treatment, and to consider whether they would like to undertake ACP.

The English-speaking group of patients, was offered ACP by the Project ACP Facilitator, during the same time period, and met the same exclusion criteria.

Intervention {#s1b}
------------

All patients were offered formal ACP from a trained non-medical facilitator using the Respecting Patient Choices model ([box 1](#bx1){ref-type="boxed-text"}). This programme involves a coordinated approach to ACP. A trained non-medical facilitator (usually a nurse), working in collaboration with treating doctors, assists the patient and their family to reflect on the patient\'s goals, values and beliefs, help them to consider how they would like treatment decisions to be made if they became unable to do this for themselves, and to discuss and document any specific preferences. Patients are supported to formally appoint a substitute decision maker, and document their wishes in an advance care directive if they wish. The advance care directive includes sections where specific treatment wishes (cardiopulmonary resuscitation (CPR) and life-prolonging treatment (LPT)) can be documented, and other sections where the person\'s goals and values can be recorded. Box 1Coordinated Advance Care Planning[@R3] [@R5]Advance care planning (ACP) facilitator training includes the following: E-learning, including ACP theory, ethics, law and decision-making capacity assessments. Presented online, with video clips, with online testing.One-day experiential workshop consisting of facilitated discussion and role-play. The primary focus is on "how to have the conversation". During the workshop the participant is expected to complete a full ACP discussion and document the outcome of this discussion in an advance care directive.Components of an ACP discussion Establish how decisions are to be made, if the person becomes unable to speak for themselves (selection of Substitute Decision Maker and determining how they will make decisions).Explore the person\'s: Values, beliefs and what it means to them to "live well"Current and future goals and what they would consider to be an acceptable outcome.Understanding of their illness, possible treatments and establish whether there are any treatments the person would not wish to have either now or in the future.Summary, documentation and plan for next steps and review. Documentation either by completing an advance care directive, or "informally" where the person is clear about their wishes, but did not wish to complete an advance care directive. Where there is "informal" documentation the ACP facilitator documents wishes in a specific area of the medical record.Advance care directives can include one or both of: Legally appointed substitute decision maker.Documentation of wishes.System-wide implementation: Governance, policy and procedures relating to ACPSystematic education and training of healthcare staff including doctorsStorage and retrieval of advance care directivesQuality improvement

Italian and Greek speaking patients were provided with in-language ACP brochures. These brochures were developed as part of previous work with these populations.[@R3] Patients were also offered hospital interpreters to assist with the ACP conversations. As part of this project, interpreters were provided with specific ACP education, including attendance at the Respecting Patient Choices facilitator workshop ([box 1](#bx1){ref-type="boxed-text"}).

Outcome measures {#s1c}
----------------

The main outcome measures were the utilisation (as measures of feasibility and acceptability) of the ACP discussion. These measures included the number of visits by the facilitator to conduct ACP, the total time required to conduct ACP, the type of documents completed, the patient\'s treatment preferences (if known) and whether an interpreter was used.

Baseline data collection included age, gender, religion, admission diagnosis and the presence of a 'Resuscitation Plan', a document completed each hospital admission, by doctors indicating treatments to be provided in the event of sudden deterioration.

Continuous data results are reported as mean +/− SD and where appropriate hypothesis testing was performed using students t test. Categorical data were reported as median +/− the IQR. Statistical testing was performed using χ^2^ with Fisher\'s exact testing. Data were considered statistically significant at the level of p≤0.05.

Given the exploratory nature of this study, in terms of accessing feasibility and acceptability of ACP in Italian and Greek speaking patients, a power calculation was not undertaken.

Results {#s2}
=======

Participants {#s2a}
------------

Of 112 recruited inpatients, 25 spoke Greek, 24 spoke Italian and 63 spoke English. Demographic characteristics are shown in [table 1](#BMJOPEN2015008800TB1){ref-type="table"}. There were no significant differences between the Greek and Italian speaking patient groups or between the non-English-speaking patients and the English-speaking groups with respect to patient age, gender or prior completion of a Resuscitation Plan. All Greek and Italian speaking patients identified with a specific religion (Greek: Greek Orthodox 95%, other 5%, Italian: Catholic 100%), compared to 75% of English-speaking patients (Catholic 29%, Anglican 17%, other 29%, no religion 25%), and this difference was significant (p\<0.0001).

###### 

Patient demographics

                                                    Non-English speaking background (NESB) patients   English-speaking background (ESB)   p Value NESB/ESB                         
  ------------------------------------------------- ------------------------------------------------- ----------------------------------- ------------------ ---------- ---------- --------
  Patient cohort size (n)                           25                                                24                                                     49         63         
  Age at referral (median, IQR)                     79 (8)                                            85 (11)                             0.21               82 (11)    81 (13)    0.89
  Sex: male n (%)                                   11 (44)                                           8 (33)                              0.56               19 (39)    25 (40)    1.00
  Identify with a religion                          25 (100)                                          24 (100)                            1.00               49 (100)   47 (75%)   0.0001
  Main diagnostic group n (%)                                                                                                                                                      
   Cardiopulmonary                                  6 (24)                                            13 (54)                             0.04               19 (39)    22 (35)    0.70
   Oncological                                      6 (24)                                            6 (25)                              1.00               12 (24)    11 (17)    0.48
   Neurological                                     2 (8)                                             2 (8)                               1.00               4 (8)      8 (13)     0.56
   Other disease                                    11 (44)                                           3 (13)                              0.03               14 (29)    22 (35)    0.54
  Resuscitation plan completed prior to ACP n (%)   12 (48)                                           14 (58)                             0.571              26 (53)    31 (49)    0.71

ACP, advance care planning.

The ACP conversation {#s2b}
--------------------

There were no significant differences in either the number of conversations, or the total time the facilitator spent with the patients for the Italian or the Greek-speaking patients, or between these patients groups and English-speaking patients ([table 2](#BMJOPEN2015008800TB2){ref-type="table"}). In summary, all three groups had a median of two conversations and a median total time spent of just over 1 h per patient.

###### 

Time taken by advance care planning facilitator

                                    Non-English speaking background (NESB)   English-speaking background (ESB) (n=62)\*   p Value (NESB/ESB)                            
  --------------------------------- ---------------------------------------- -------------------------------------------- -------------------- ----------- ------------ ------
  Number of visits: median (IQR)    2.0 (1.00)                               2.0 (2.00)                                   0.51                 2.0 (1.0)   2.0 (1.25)   0.26
  Total time (minutes)median(IQR)   75 (38)                                  75 (90)                                      0.64                 75 (75)     75 (78)      0.29

\*Only patients who had an ACP discussion are included. Of all the patients offered ACP 3 patients, (1 in each language group declined ACP).

ACP, advance care planning.

The ACP conversation {#s2c}
--------------------

There were no differences in the uptake of the ACP conversations between the Italian and Greek speaking patient groups, or between the non-English speaking and the English-speaking patients ([table 3](#BMJOPEN2015008800TB3){ref-type="table"}). Of 112 patients offered ACP, 109 (97%) had at least one discussion, 61 (54%) completed advance care directives (either appointing a substitute decision maker, documenting wishes or doing both) and a further 13 patients (12%) chose to document their wishes informally ([table 3](#BMJOPEN2015008800TB3){ref-type="table"}). The majority of discussions (68%) occurred with family members also in attendance.

###### 

Utility of advance care planning discussion

                                           Non-English speaking background (NESB)   English-speaking background (ESB) (n=63)   p Value--- NESB/ESB                       
  ---------------------------------------- ---------------------------------------- ------------------------------------------ --------------------- --------- --------- ------
  Accepted discussion n (%)                24 (96)                                  23 (96)                                    1.00                  47 (96)   62 (98)   0.58
  Advance care directive completed n (%)   15 (63)                                  13 (57)                                    0.78                  28 (60)   35 (56)   0.85
  Advance care directive                                                                                                                                                 
   Substitute decision maker only          10 (66)                                  9 (69)                                     1.00                  19 (73)   21 (60)   0.43
   Documented wishes only                  0                                        0                                          --                    0         1 (3)     --
   Decision-maker and wishes               5 (33)                                   4 (36)                                     1.00                  9 (35)    13 (37)   1.00
  Informal documentation                   3 (13)                                   4 (17)                                     0.69                  7 (15)    6 (10)    0.55
  Family involved in discussion            17 (68)                                  16 (67)                                    1.00                  33 (67)   43 (68)   1.00

Use of interpreters {#s2d}
-------------------

Interpreter services were offered to all non-English speaking patients who accepted a facilitated ACP discussion (47 patients). Of these: Two patients (1 Greek, 1 Italian) subsequently declined ACP.Fourteen (30%) (6 Greek, 8 Italian) accepted the use of an interpreter.Twenty seven (57%) (15 Greek, 12 Italian) elected to use family members to interpret.Four (9%) (2 Greek, 2 Italian) chose to complete ACP in English.

There was no difference in the rate of use of interpreters between the Italian and Greek speaking groups.

Where an interpreter was utilised, both Greek and Italian patients were more likely to complete advance care directives (p\<0.005) than where conversations occurred without interpreters present ([table 4](#BMJOPEN2015008800TB4){ref-type="table"}).

###### 

Utility of ACP conversations with and without interpreters

  -----------------------------------------------------------------------------------------------------------------------------------------------
                                               With interpreter (I)   Without interpreter (WI)   p Value\                               
                                                                                                 I/WI                                   
  -------------------------------------------- ---------------------- -------------------------- ---------- -------- -------- --------- ---------
  ACD completed n (%)                          6 (100)                6 (75)                     12 (86)    9 (53)   7 (50)   16 (52)   \<0.005

  ACD                                                                                                                                   

   Substitute decision-maker only              3                      3                          6          7        6        13        1.00

   Documented wishes only                      0                      0                          0          0        0        0         --

   Both decision-maker and documented wishes   3                      3                          6          2        1        3         0.02

  Informal documentation                       0                      1                          1          3        3        6         0.41

  No decisions following ACP                   0                      1                          1          5        4        9         0.14
  -----------------------------------------------------------------------------------------------------------------------------------------------

ACD, advance care directive; ACP, advance care planning.

Specific wishes documented in advance care directives {#s2e}
-----------------------------------------------------

Of the 23 patients who completed advance care directives, ([table 5](#BMJOPEN2015008800TB5){ref-type="table"}) all documented wishes regarding CPR and 19 (83%) documented wishes regarding other LPT. Of these: No patients requested either treatment irrespective of the likely outcome.Five patients wanted CPR, and seven wanted LPT only if a predefined acceptable outcome was likely.Thirteen patients did not want CPR at all, and six did not want LPT at all.Five patients wanted to delegate the CPR decision, and six wanted to delegate LPT decisions to someone else.

###### 

Treatment wishes documented in advance care directives

                                  Non-English speaking   English speaking   Total        
  ------------------------------- ---------------------- ------------------ ------- ---- ----
  Number with section completed   5                      4                  9       14   23
  Cardiopulmonary resuscitation                                                          
   Yes                            0                      0                  0       0    0
   Yes\*---outcome based          1                      0                  1       4    5
   No                             2                      3                  5       8    13
   Delegate†                      2                      1                  3       2    5
   Not completed                  0                      0                  0       0    0
  Life-prolonging treatment                                                              
   Yes                            0                      0                  0       0    0
   Yes\*---outcome based          2                      1                  3       4    7
   No                             1                      1                  2       4    6
   Delegate†                      1                      1                  2       4    6
   Not completed                  1                      1                  2       2    4

\*Treatment to be provided only if doctor anticipates predefined acceptable outcome.

^†^Delegation of decision to substitute decision maker.

Discussion {#s3}
==========

This study demonstrates that facilitated ACP is both feasible, and acceptable to a cohort of elderly Italian and Greek-speaking hospital inpatients, and is similar to that of English-speaking patients. Specifically this study demonstrates similar rates of ACP uptake, advance care directive completion, and time required for the conversations. Utilising ACP-trained interpreters improves advance care directive completion rates in the non-English speaking patients.

This study shows similar findings to our previous research, including a randomised controlled trial of 309 English-speaking elderly inpatients,[@R5] and a series of 1463 consecutive and predominantly English-speaking hospital inpatients seen by the ACP service during 2010--2011.[@R17] The rate of completion of advance care directives in this study (58%) is comparable to the 2010 study (56%), but higher than the series (32%). In this study, however, patients were more likely to appoint a decision-maker, without documentation of wishes (60%), as compared to only approximately one-third of patients doing so in the other two studies. Only 3% of patients in both this and the 2010 study declined the offer of ACP, dispelling the myth that patients, including non-English speaking patients, reject ACP.

The findings in this study are contrary to other research showing that people from Western and non-Western, non-English speaking backgrounds are not interested in ACP or completing advance care directives.[@R12] ACP is a complex intervention with multiple components that, like advance care directives, varies considerably[@R4] [@R6] throughout the world. We believe there are some key factors included in our ACP intervention ([box 1](#bx1){ref-type="boxed-text"}) that have contributed to the success of ACP in this study.

First with respect to substitute decision-making, our ACP programme considers this more broadly and asks the question "How would you like decisions made, if you become unable to make them yourself?" In this way the person is able to choose who would make decisions and how they would like this decision-maker to act (make decisions based on the person\'s expressed wishes, make decisions based on their own views, group consensus, overall benefit to the family etc.) In this way both notions of individualism (autonomy, informed consent, and truth telling), and familism/collectivism (family-sovereignty, familial roles and obligations)[@R13] can be supported. This is crucial because, although many people value autonomy and find it empowering, others including people from Western and non-Western cultures, find it isolating and believe that communities and families, not just individuals alone, are affected by life-threatening illnesses and the decision-making associated with it.[@R14] Previous Australian research has shown that for elderly Italian people, many prefer family-based decisions,[@R16] and that Greek people find "autonomy and informed consent concepts dangerous and disruptive."[@R13]

Second, like others,[@R18] our ACP conversations include enquiry into the person\'s goals, values and beliefs and how these may influence future medical treatment decisions. The focus is also on the person\'s views regarding what would be an unacceptable outcome rather than holding detailed discussions about specific interventions about which they may not have a full understanding or have experienced. We do, however, include the option of discussion and documentation regarding preferences for CPR and LPT. Although in this study only 23 patients (9 from non-English speaking background) completed advance care directives outlining their wishes, the majority completed these treatment sections, with most requesting treatment limitation, and some (5/23 for CPR, 6/23 for LPT) wishing to delegate decision-making to someone else. This is in distinct contrast to literature suggesting that people from CALD background choose aggressive treatments.[@R13] [@R14]

The advance care directive includes sections where the person\'s goals and values can be documented in order to facilitate future communication of these. While the discussions that are central to the ACP process are valuable in their own right,[@R4] documenting the outcome of the discussions in a way that is helpful to future decision-making is important. This is especially important in modern medical practice, where a patient\'s care is often managed by multiple health professionals, in a range of locations.

Third, we utilise trained non-medical facilitators to make ACP more available to all patients, including CALD patients. By also providing professional interpreters who have received specific ACP training we believe language and cultural barriers are lessened. This is similar to the experience of others utilising trained interpreters for ACP discussions in Spanish and Russian speaking patients.[@R21] In this current study advance care directives were more likely to be completed when an interpreter was present, and we consider that spending time training the interpreters was an important part of this project, even though less than one-third of patients used the interpreter for their ACP conversations.

Another important factor for effective ACP discussions is the inclusion of family in the discussions. If present, family are able to be actively involved in the process, be aware of and support decisions, understand their future roles, and as a result feel less burdened by future decision-making.[@R5] When family are present, advance care directives are more likely to be completed.[@R5] Furthermore, having family present for ACP discussions facilitates better understanding of patient goals and preferences and, thereby, families are then more likely to make decisions consistent with the person\'s wishes.[@R22]

Limitations of this study {#s3a}
-------------------------

This study, was conducted at a single site, was not a randomised trial, and included small numbers of two CALD populations. Furthermore, both CALD patient populations studied are from Western backgrounds. It is, therefore, difficult to make broad recommendations which would be inclusive of the ethnically diverse population in Australia and internationally. Given the methods and sample size of the study, it is also not possible to explore in any detail which components of the ACP process are crucial to rates of ACP uptake and completion seen in this study. Furthermore, this study did not look at whether ACP affected future decision-making and end-of-life care. Lastly, although this study found no difference in the duration of facilitated ACP between the groups, there are many factors that can impact on, and therefore confound, this measure, and these were not explored in this study.

Conclusion {#s4}
==========

This small study demonstrates that ACP in hospital inpatients of two of the commonest CALD groups in Australia is feasible and acceptable with results being similar to those of English speaking patients. Further work is required, with a larger sample size, in more diverse ethnic groups, including non-Western populations to help determine which components of the modified ACP model were most important, and whether this model is feasible and acceptable with other ethnic populations.
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